Nearly 30 years ago I was privileged to be part of a division at the then Department of Health and Social Security (DHSS) which was charged with developing research that would assist policy and service development, and would also enhance the efficient and effective use of resources. This required moving on from scientific and clinical research, which have long established standards of experiment and measurement, to wider forms of evidence testing which are now an integral part of service planning and budgeting. As in the social sciences generally, situations were studied, statistical analysis applied and other approaches adopted which lifted custom and practice beyond mere reportage and anecdotal analogue. A good deal of attention was paid to ways in which problems can be tackled, and successful innovations transferred to other contexts.
In the late 1960s, when the health service was both expanding and assimilating new techniques, that was the approach the department was seeking to foster. There were, for instance, studies of changes in hospital practice which had been introduced not so much for therapeutic reasons as to ease pressure on resources, and the prime object of the research was to ensure that no harm resulted from economies. Early ambulation of patients post-operatively or after acute myocardial infarction were cases in point, where it emerged that the changes not only saved staff time and money but also had a demonstrable and positive benefit for the experimental group. A good many projects that proved worthwhile were in fact undertaken on very limited budgets, with small teams, and yet they consolidated enthusiasm for new ways of doing things with a cool appraisal of the gains to be expected.
Another example was the interest shown by the DHSS in the work at St Christopher's Hospice, © Arnold 1996 where one of the early commissioned studies was a comparison of terminal care at home or in hospital as seen by surviving spouses. This was one of the first attempts to evaluate the emerging innovative approach to care of the dying.
The development of appropriate research questions -and ways of effectively answehng themhas rightly been a matter of growing' concern in the hospice movement, where there has been so much development and a real need to evaluate it systematically. Yet there has been such pressure on staff time and on funding that it is hard to get priority for the work that now can and should be done. A further difficulty has been that relatively few of the staff involved initially had the exposure to research assumptions and methods that are common in academic and mainstream clinical work. This difficulty was compounded by the fact that it is far easier to gain acceptance for quantitative data in a conventional form, derived for instance from controlled clinical trials, than for the qualitative criteria which prevail in experimental situations which are not precisely replicable.
For these and other reasons, evaluation of hospice and specialist palliative care has tended often to be piecemeal and impressionistic and sometimes unsatisfactory. Dr Doyle's recent challenge on rigour in research I is certainly well-timed, but the range of studies is as important as the standards involved, because palliative care needs to develop a proper research constituency. What has accumulated so far is a collection of pieces of work of varying quality and size but so scattered across the field that, while helpful as signposts, they do not meet all the requirements for evidence based practice.
The commitment to support practice and teaching with research, and the early studies of symptom control, certainly enhanced the clinical care arvt educational programmes at St Christopher's Hospice and elsewhere but some other important characteristics of palliative care point towards issues of social psychology and even social philosophy and pastoral care. How does one best begin to measure the quality of life at the end of life, to assess ways of including the whole family within the unit of care, to demonstrate the important and effective techniques of communication? How can one best measure the strengths of an expensive multiprofessional team operation in a way that convinces purchasers? How can the problems of morale be studied in a way that lessons learned in one place can be made relevant in another? And how can the potential contribution of palliative care to mainstream clinical practice be formulated effectively in the managerial culture? The pressure for research results has become part of the currency of the purchaserprovider bargaining, but it is important that such a demand should not skew the nascent research interest in palliative care away from questions of care to questions of cash.
That there is a growing and creditable interest in worthwhile research is shown by the burgeoning literature, both textbooks and journals. It would have been easy for the hospices to fend off research on all sorts of grounds apart from the decisive considerations of appropriate skills, relevant experience and adequate cash. It could have been said (and it is said in some quarters) that terminally ill patients are too ill, or too frail, or too old to be suitable subjects, or that their families are too distressed, or that staff are too busy to spend the necessary time, or that caring should come before career advancement (which is sometimes the major stimulus to conduct research). It could also have been said (and again it is said in some quarters) that the key research should be conducted outside the area of late stage disease and its palliation, and that hospices are not so much concerned with advances as with applications. For all that, the research constituency in palliative care is growing, and the National Council for Hospice and Specialist Palliative Care Services is playing an important part in encouraging it through publications which have guided those interested, and equally importantly drawn attention to significant work and significant needs for further investigation.e" It has been fascinating to watch the growth struggles of a new specialty aware of the need to prove itself but challenged by the kind of problems that affected health service research decades ago. Shortage of experience in methods, in actual tools of measurement, in recognised endpoints and prejudice against the 'applied' as distinct from the 'scientific' have all had to be overcome. Developments in Marie Curie Cancer Care (MCCC) in the last few years have illustrated this.
When Marie Curie Cancer Care was set up in 1948, its remit included research as well as care, and a commitment to education and training followed logically. But research at that time was conceived in academic terms, and the Research Institute developed as a self-contained unit which is internationally known for its work on molecular mechanisms in cancer development. In the last few years, MCCC has become a significant provider of specialist palliative care services and has begun to reflect the general trend to underpin teaching and service with research. It is fair to say that the prospects for appropriate research look good -not least because, as a national organisation, MCCC offers a considerable variety of circumstances which are appropriate for systematic study. Its hands-on nurse network, which deploys a 'bank' of nurses numbered in the thousands, is the only one of its kind, and ways have to be found of deriving significant lessons from that service. At the same time, it has a coordinated group of similar but not identical hospices in the UK, almost all of which now have consultant medical directors and an increasing responsibility for medical training, together with all that that requires in the way of guidance in the conduct of audit and research. Here again there are important points of access to potential research and its uses. Bringing both cutting edges of palliative care together is the responsibility of a management system buttressed by a professional education service. By systematic observation, by the improvement of data bases, by the study of organisational structures and of professional behaviour, research has the potential to raise the standards of palliative care and policy formulation for the future.
Aware of these possibilities, the Council of MCCC came to the conclusion that the time was right to extend research expenditure into the palliative care field. In January 1994, it set up a research committee with multi professional membership and the following terms of reference:
• the encouragement and facilitation of palliative care research; • the assessment of applications for funding, granting awards and monitoring progress; • the provision of advice on sources of funding and topics meriting investigation.
Funds were set aside, guidelines for project applications drawn up, centres' staff and regional nurse managers (RNMs) were invited to submit applications and much enthusiasm was generated.
Research proposals covering a wide range of issues were received. From that first tranche of submissions it became apparent that we were all on a learning curve; staff in centres were short of experience and statistical know-how in the research field, while the research committee itself (and MCCC head office staff) realised the need to encourage and facilitate palliative care research, not merely to judge proposals and to award grants. What should be done to help staff find the appropriate methods, including the statistical tools in the difficult field of service and operational research, and to design appropriate studies where the gold standard of the randomised controlled trial seems unobtainable?
The newly appointed Director of Education r~sponded to the need by developing research roadshows in each of the centres. Unlike most research packages, the approach adopted is totally experiential, moving from practice into theory.
The packages are open to non Marie Curie staff where space permits and are two day workshops in a rolling programme of three such events (introductory, intermediate and advanced). They are also part of an accredited programme for which students will get academic credits. Feedback from this programme has been very positive and it is likely that similar events will continue after the initial programme is complete.
A two day national workshop on clinical trials was also part of the educational approach. It attracted a multiprofessional attendance and a strongly expressed desire for a similar event directed at qualitative research. This is now scheduled for Autumn 1996.
So much for the workshop approach to research education. The committee realised that it Editorial 183 too could have an educational and supportive function and from the start it gave an unusual amount of feedback from external referees and the committee's own deliberations. Much of this was not thought to be particularly helpful by those who received it in the context of a rejected application! This finding is in line with a recently reported study of the NHS research and development programme.' As we found that people were quite reluctant to seek help from individuals even when positively encouraged to do so, the committee has recently changed its mode of operation, with members agreeing to be mentors to applicants and to be responsible for making contact. The committee also agreed to see proposals at the outline stage and to remove the limits for support which may have been too restrictive -in a word to be even more flexible.
The establishment of a fund, a centtal research committee and the various educational initiatives has certainly demonstrated commitment and raised the level of awareness in all our centres and in the Marie Curie nursing service of the value of underpinning service and teaching with research based knowledge. The requirement to move from practice to theory is valuable not only in preparing proposals but in questioning one's day-to-day activities and assessing the strengths and weaknesses of reported studies. A number of the centres now have multiprofessional research groups and it is probable that all will soon, as will the nursing service. To encourage them to link with statistical advice, to carry out small pilot studies, literature searches and other necessary adjuncts to formulating research proposals, each centre, and the nursing service, will have a modest budget (£1000 per annum) for incidental expenses. We hope that the research groups will establish their own local networks of expertise, as well as the route to local research ethics committees. It is expected that each will produce an annual report of problems and progress for the central committee.
Looking back on two years of development it is clear that, had the research committee limited the support of research to funding projects alone, a lot of staff would have been frustrated. As one staff member said at the beginning 'We were invited to dip our toes in the water and found it icy cold!' Since then, we believe that education, support and encouragement have become significant features in the system. Not all problems have been resolved. Projects rejected by the committee on scientific grounds have been funded elsewhere (were we too harsh?); rejection (however nicely packaged) does hurt, especially when so much work has been done in people's own time; there is opposition to the circulation of information about projects under way (will ideas be purloined?). All are agreed that it is too early to recommend that the central committee sees all research proposals, whatever the source of funding. The idea of 'multi-centre studies with research assistants, coordinated by a full time projects manager" is alluring but perhaps several years away as far as MCCC's own research budget is concerned, although there is certainly scope for inter-centre research. If funds allowed, should MCCC support studies other than those carried out by its own staff? As well as supporting education and specific projects, should individuals with an appropriate track record be awarded bursaries to pursue study in a selected field?
It is perhaps a measure of progress that Professor Geoffrey Hanks, chairman of the committee, commented on the report of one funded study that such a large number of recruits was seldom seen in palliative research, and that the third national workshop is likely to be on the subject of writing up projects and implementing research findings. MCCC's national network and its involvement in education and training place on it a particular responsibility both to conduct research into palliative care and to find ways of transmitting findings about practice into practice.
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